Critical care deaths represent the majority of hospital deaths, with over a half million deaths each year. 1 Most of these deaths are preceded by decisions to withhold and withdraw life-sustaining therapies, [2] [3] [4] with family members experiencing significant burden especially after participating in decisions to withdraw life-sustaining therapy (LST). 5 Families of the dying who participate in these decisions are at higher risk for psychosocial and physical sequelae. 6<8 Research has been conducted related to health care provider perspectives of the needs of these families, and a small, but growing, amount of research has been conducted focused on family perspectives of the care their family member received when dying in the intensive care unit (ICU).
From the health care provider perspective (mainly conducted with critical care nurses), we know that it is difficult to transition from life-saving to end-of-life care. [9] [10] [11] Surveys have been conducted to determine the perceptions, attitudes, and beliefs of critical care nurses regarding end-oflife care in the ICU. [12] [13] [14] [15] [16] [17] [18] [19] [20] [21] Communication issues between health care providers 14, 22 and between families and health care providers 11, 14, 23 have been reported. Many of these communication issues are focused on challenges inherent for families and providers participating in the end-of-life decision-making process. 11 Several researchers have reported important roles that critical care nurses provide during end-of-life care in the ICU, including the role of managing potentially distressing symptoms, providing family support, and serving as patient and family advocate. 16, 20, 24 Of utmost concern is that health care providers have described not feeling prepared to care for dying patients in the ICU and their families. 14, 22 A small but growing body of research has been conducted with bereaved families of patients who have died in the ICU. Research has been conducted regarding the family end-of-life decision-making process. 23, 25 Families have described problems with end-of-life decision making such as wanting to be involved but not always included to the level they want to be. [26] [27] [28] Families of dying patients who have participated in end-of-life decisionmaking process in the ICU have reported experiencing significant burden. 8, 29, 30 The International Consensus Conference in Critical Care, the American Thoracic Society, the American College of Chest Physicians, and the Society of Critical Care Medicine recommend a shared decision model where consensus is sought between the patient's values and the best medical opinion of the interdisciplinary team. 31, 32 Researchers are also studying family perceptions of the end-of-life process. Mularski et al 33 reported that family members of patients dying in the ICU wanted to be prepared for the dying process and this preparation was viewed as important to their perception of the quality of the end-of-life process. Ward and colleagues 34 reported that families who had a family member die in the ICU or within 1 month of an ICU stay were dissatisfied with the care their family member received at the end of life. Another study conducted by Gerritsen and colleagues 25 described more positive findings, with most of families who had a family member die in an ICU reporting that they were satisfied with the overall quality of dying and death and they felt supported by health care providers. Fridh et al 35 conducted interviews with family members of patients who died in an ICU. The focus of the interviews was on exploring family member experiences of caring and of the physical ICU environment. Family members shared both positive and negative experiences.
It is essential that additional studies are conducted with families about their experiences in an attempt to better understand what is important to them. It is also important to study families in different end-of-life contexts as their experiences may vary and clinical practice may need to be individualized to meet their needs. The purpose of this study was to understand the experience of families when a family member had an unexpected life-threatening illness or injury and who died after LST was withdrawn.
METHOD

Design
The author conducted a hermeneutic phenomenological study to describe families' experiences during the process of withdrawal of LST from a family member in an ICU with an unexpected, life-threatening illness or injury. This study was conducted in an academic teaching hospital during the acute phase of illness or injury with 56 family members of 19 patients. 5, 30, 36 All of the family members from the original investigation were contacted and asked if they would be willing to participate in a follow-up interview to explore their experiences after LST was withdrawn.
The research design for the follow-up study also used a hermeneutic phenomenological perspective. Based on the follow-up interviews, family perceptions specific to whether their family member had a good or a bad death and family perceptions of how they managed as a family after the death of the patient were described. 37, 38 The current article will discuss the results of the third analysis of the data from the follow-up interviews that focused on family perceptions of the dying process. Family members were asked specific questions regarding their experiences after life support was withdrawn.
Setting/Participants
Twenty-two of the original 56 family members agreed to participate in an interview. Individual interviews were conducted with 13 family members over the telephone. Nine interviews were conducted in person. One was held in a family member's private work office. Two interviews were held with a group of family members in a home setting; 1 of the interviews was conducted with 3 family members and the other interview was conducted with 5 family members. Interviews were conducted 1 to 2 years after the patient's death.
Ethics
The study was approved by an institutional review board. Informed consent was obtained at the time of the original investigation (when the family members were in the hospital during the patient's hospitalization in the ICU). Informed consent was again obtained before starting the follow-up family interviews (after the patient's death). Sensitivity was of utmost concern when conducting this end-of-life study. Family members were free to describe their experiences in as little or as much detail as they felt comfortable describing. The follow-up interviews were conducted with family members in person or by telephone at a time and location convenient to them. If family members were tearful during an interview, the interview was paused. Before resuming the interview, family members were asked if they would like to continue or stop the interview. All family members consenting to the follow-up interviews completed the interviews.
Data Analysis
Each interview was audio-taped. All interview transcripts were transcribed. Data analysis used an inductive approach and thematic analysis as described by van Manen. 39 Data analysis focused on family perceptions of the dying process. Units of meaning, clusters and categories were developed. Atlas ti was used to assist with data management. Within-and across-family analyses were conducted. 40 Within-family analyses were conducted with the data from each family. Across-case analyses were conducted as interviews were completed from subsequent families. The across-family analyses helped to identify aspects of the experience that were shared by all of the families. Data collection and data analysis continued with all of the family members willing to participate in the study; data saturation was achieved.
Methodological rigor was established. Two family members reviewed a summary of the analysis and confirmed the final summary of the experience. Confirmability and dependability were established. An audit trail was developed. A second qualitative researcher carefully read each of the transcripts. Two researchers reviewed and discussed each of the units of meaning, clusters, and categories.
RESULTS
The patients who died (n = 8) ranged in age from 45 to 82 years (mean, 69; median, 70). Six of the patients were women (75%) and 2 were men (25%). All patients were white, non-Hispanic. Patients all had experienced a sudden, unexpected illness or injury. Examples of an injury included a patient who sustained multiple injuries in a motor vehicle accident and an example of an illness included a patient who had a devastating subarachnoid hemorrhage.
Twenty-two family members participated in the study. The age of family members ranged from 27 to 75 (mean, 50; median, 48) years of age. Fifteen of the family members were women (68%) and 7 were men (32%). All family members were white, non-Hispanic. Most of the family members who participated in the study were adult children (n = 17; 77%) and spouse (n = 4; 18%), and 1 family member was the parent of the patient who died (5%).
Results were organized under 6 major categories. The categories included preparing for the dying process, the dying environment, perceptions of patient comfort, the death vigil, essential aspects of care, and together as a family.
Category 1: Preparing for the Dying Process
Families began to get ready for what they perceived to be the inevitable. Many family members began to make arrangements before withdrawal of LST. Sometimes, this happened at the suggestion of a nurse. Examples of these arrangements included meeting with their personal pastor at church, planning the family member's funeral, and having clergy from the hospital come to visit the patient for final rituals.
Commonly, when patients were initially admitted to the ICU, families limited visitation to very close family members. However, after a decision was made with the team to withdraw LST, family commonly opened visitation up to others. This provided time for extended family and close friends to come to the hospital to say their final goodbyes to the patient. Family members found having the support provided by additional family members and friends helpful.
Families were asked if they felt that they were prepared for the dying process. Families described being prepared for the withdrawal of LST, but not prepared for the dying process. One family member described being prepared for What they were going to do (withdraw the ventilator) and how they were going to do it.
Another family member said, ( The physician) suggested us not to be in the room when theyIshut herItook it (endotracheal tube) out because sometimes they make sounds and it's not very nice.
Families were not prepared for the unpredictable nature of the dying process. One family member stated, No one told us how much time it would take.
Another family member said,
We turned off the machines and he had a strong heart and they said he'll be gone in a day and what was it, 4, 5 days later.
A similar statement was made by another family member,
The weakened condition she was in he (the physician) felt that she would die within a few hours. And she took 3 days to die. I guess he didn't reallyI. They don't really know.
Category 2: The Dying Environment
Family members described both positive and negative aspects of the dying environment. Family members thought that it was positive that patients and the ICU room were prepared for the dying process. Preparation included the nurses making certain that patients were in a comfortable position and that the side rails on the bed were lowered. Lights were dimmed and curtains and glass doors were pulled closed. Family members were glad that an attempt was made to remove equipment that was not needed from the room and that additional chairs were brought into the patient's room. One family member described, They took everything off, the way she came, she looked like she came. She didn't have that thing in her head, she didn't have all of that stuffIand they took the respirator out of the room, like it was very, like, human.
Family members also described some of the negative aspects of the dying environment. Family members described the ICU as not a ''homey'' place to die. There was not enough room for all of the family members to be in the patient's room at the same time. Family members also stated that the chairs in the patient's room were uncomfortable.
Category 3: Family Perceptions of Patient Comfort
All of the patients in this investigation were unable to communicate during the dying process. Thus, patients were unable to verbalize if they were comfortable. Family members expressed hope that their loved ones were comfortable and overall family members perceived their dying family members were comfortable. As 1 family member described, I think she had a good death. I think it was painless.
Another patient's family described, There were a couple of occasions when I went out and said you know she seems to be a little restless and a nurse came in and gave her a little bit more (morphine).
All of the patients received pain medications before life support was withdrawn. Additional medication was given as needed.
Category 4: The Death Vigil
The death vigil was very difficult for families. One family member stated, After taking the ventilator out and increasing the morphine, I had no idea it would take that long. That was pretty gruelling.
Another family member said, Give the man an injection and let him go for Christ's sake. Don't keep coming in and checking things.
Not all family members could stay with the patient during the dying process. As 1 family member described, I didn't stay the whole time, because I couldn't.
Category 5: Essential Aspects of Care
It was important to families that they have consistent nurses especially at the time of death. As 1 family member described, Having the same nurse was really nice, especially the day that he died.
Another family described a nurse who came in on her day off so that she would be there the day that LST was going to be withdrawn. That meant so much to the patient's family.
Families were deeply appreciative when health care providers demonstrated respect and genuine care for their loved one and also for them as a family. Specific examples that families described included, when a nurse held their loved one's hand and when a nurse talked to their dying family member and called him/her by name. One daughter described,
The nurse went in after my mother had passed and put her teeth in and put her socks on before we went to see her, which I thought was wonderful.
This care touched the family. The nurse knew that the patient always had cold feet and liked to have her socks on to keep her feet warm. Small acts of caring meant a lot to family members.
Category 6: Together as a Family
Families found it especially helpful that there were no restrictions placed on visitation. Friends and family could freely come to visit and could stay 24 hours if they wanted to. This provided important time for family to be together. One family member described,
We all needed to be together. You know we all needed to be together.
Another family member stated, I think it was helpful that we were all able to be there together. That was a bigee.
Families were able to be together and to support each other.
DISCUSSION
Critical care nurses are essential to the care and support provided to families of patients dying after technology is removed. Critical care nurses work collaboratively with other members of the interdisciplinary team (physicians, social workers, respiratory therapists, palliative care providers, grief counselors, clergy, etc) to facilitate the end-oflife process for patients and their families. After a decision is made to withdraw LST, the critical care nurse initially works with the patient's family and interdisciplinary team to plan the time that LST will be withdrawn. On the basis of this timing, the critical care nurse can then collaborate with the specific team providers to develop a plan to address the prevention and management of potentially distressing symptoms and to prepare the family for withdrawal of LST.
The critical care nurse is a special and unique care provider. The critical care nurse is at the bedside providing care to the patient and family 24 hours a day 7 days a week. Critical care nurses develop special bonds with the patient and family. The critical care nurses care for the dying patients and their families during the active phase of dying. Families of patients in this study and others 23, 35 perceived the end-of-life care provided by critical care nurses as compassionate.
In a study conducted by Mularski and colleagues, 33 family members reported that more than 50% of patients experienced uncontrolled pain in the last week of life. Family members in a study conducted by Gerritsen et al 25 also reported that almost half of patients were in pain toward the end of life. Little information has been reported related to pain experienced by patients actively dying in the ICU. It is essential that discomfort is prevented during withdrawal of LST and that comfort is promoted during the dying process. Analgesic infusions are commonly started before withdrawal of LST to prevent distress and promote patient comfort. Anxiolytic infusions can also be initiated to reduce patient anxiety.
Family members in this study were prepared for what to expect when LST was withdrawn but were not prepared for what to expect during the dying process. Before withdrawal of LST, families need to be prepared for both processes. Family members may not want to be in the patient's room when LST is withdrawn. If family members do want to be in the room, they should be prepared for what will happen. For example, family members should be told that airway noises may be heard if the patient is extubated. Families especially need to be prepared for the variability of the dying process. The dying process may occur within minutes or may take days. 36, 41, 42 On occasion, the dying process is prolonged and patients are transferred to a general medical unit, to a palliative care unit, or to hospice.
It is essential that critical care providers do their best to create a peaceful and comfortable environment for the dying patient and his/her family. Families in this study described the importance of a comfortable dying environment. Critical care nurses in other studies have described the importance of a peaceful end-of-life environment. 14, 18 All equipment that is not needed should be removed from the patient's room. Some can be removed before LST is withdrawn and some can be removed shortly after LST is withdrawn. Comfortable chairs and tissues should be available in the room. Ranse et al 19 described the importance of modifying the environment, including dimming lights and playing music. Critical care nurses in several studies described providing a comfortable space for family at the bedside and also a space for them to go for a break. 13, 19 Families in this study described how important it was for the family to be together as a family during the dying process. Open access and unrestricted visitation of family members are essential when a patient in the ICU is dying. 17 If sliding doors are present, they should be closed and the curtain pulled. Families need privacy at this difficult time. 13, 35 Families in this study described the death vigil as extremely difficult. Family members need support so that they can remain at the patient's bedside during the dying process and they may need support to be at the bedside during different blocks of time. 31, 43 Family members in the current study described several aspects of nursing care as very meaningful to them during the dying process. It is essential that care continues to be provided to the patient. This care includes continuing to call the patient by his/her name, touching the patient and holding the patient's hand and ensuring that basic needs such as mouth care and skin care are met.
The results of this study offer a unique understanding of what families experienced during the dying process after LST was withdrawn from a family member with an unexpected, life-threatening illness or injury. The study offers new understanding of the family experience during the dying process and supports other research conducted with grieving families.
Study Limitations
Researcher bias is a potential limitation as 1 researcher conducted all of the family member interviews. In an attempt to reduce bias, member checks were used so that family members could provide feedback about the data and an audit trail was developed so that an expert qualitative researcher could review all of the data and participate in data analysis. There is little diversity in the sample, so transferability is limited to similar families. Another limitation is that 60% of the family members in the original study did not agree to a follow-up interview.
It is unknown what these family member experiences were and if their experiences were the same as those of family members who participated in the study.
Implications
The results of this study have important implications for clinical practice, education, and research. The ICU interdisciplinary team should be actively involved in the end-of-life process and support both the patient and the family. Clinicians need to prepare families for what to expect during withdrawal of LST and during the active phase of dying. Families need to be supported during the dying process. Critical care nurses have described not being prepared or comfortable providing end-of-life care in the ICU. 14, 23 End-of-life courses need to be taught in academic programs. End-of-life care should also be taught in critical care orientation programs. This should be followed by support and guidance by preceptors and senior mentors in the ICU setting. End-of-life courses have been designed and are available for critical care nurses. 44 The results of this study also have important research implications. Additional research is needed to better understand what families experience during the dying process in the ICU. Additional studies need to be conducted with families from diverse cultures. It is important that we know the perspectives of families so that interventions can be designed to inform, support, and help families during the dying process.
CONCLUSION
Opportunities exist to improve end-of-life care for families of patients who die in the ICU after withdrawal of LST. Families need to be prepared for withdrawal of LST and for the dying process. Comfort needs to be a priority for both patients and families. Families need to be guided and supported through the dying process. One of the most important roles of nurses is to create a memorable end-of-life experience for families. Families value quality, compassionate end-of-life care.
